To review and describe the key roles of the UK clinical nurse specialist in epilepsy (CNSE), and to identify the specialist nurses' contribution to care through an exploration of CNSE's perceptions of their roles. Method: Using the Delphi technique [Applied Project Design and Analysis, 3rd ed., Churchill Livingstone, London, 2000, p. 243] a national survey of all known UK CNSEs was completed. One hundred and thirty questionnaires identifying nine key hypotheses central to the role of the CNSE were distributed and 76 valid questionnaires returned. Results: The response rate was 63% and was geographically representative of the UK population of CNSEs. CNSEs were employed in a range of hospital and community settings with differing patient groups. Seventy-two percent of respondents held higher academic nursing qualifications but only 36% had previous epilepsy or neurology experience. Thirty percent of respondents had been employed in the role of CNSE for more than 5 years and 84% were employed as a G or H grade nurse. Only 39% of CNSEs held nurse-led clinics and of those 32% were responsible for all decisions made during their clinic. Furthermore, 40% of CNSEs saw new patients who had not previously been reviewed by one of the medical team. The level of responsibility for drug management was mainly at a monitoring and advisory level but a small number of CNSEs held much greater responsibility. The responses to the nine hypotheses were compared using cross tabulations.
INTRODUCTION
Epilepsy is one of the most common chronic neurological conditions, secondary only to headache 1 . Over recent years, concern has been voiced regarding the standard of epilepsy care, both from patient views within patient satisfaction questionnaires and professional opinion. The majority of published papers describe variable service delivery, which is frequently fragmented and unable to meet patient need [2] [3] [4] [5] [6] [7] [8] [9] . Epilepsy services have continued to develop, and are moving towards a multi-disciplinary model, with the clinical nurse specialist in epilepsy (CNSE) emerging as an essential part of the team 8 .
The first nurse specialists in epilepsy were located in Doncaster in 1988, within a community, general practice-led model. However, it was not until the Epilepsy Needs Document in 1993 4 that CNSEs gained recognition of their unique role. Initial community-based posts were followed by specialist nursing posts, both, within District General Hospitals and specialist Neurology and Epilepsy Centres. In 1992, a diverse group of epilepsy nurse specialists formed the Epilepsy Specialist Nursing Association (ESNA), to provide support for nurses working within the field of epilepsy but often isolated from peer support. The funding for nurse specialist posts continues to be haphazard with individual trusts, primary care teams and drug companies all contributing. In 1995, the British Epilepsy Association (BEA) and Glaxo Wellcome joined forces and created the Sapphire Nurse to commemorate the BEA's 45th Anniversary. They originally planned to pump prime 16 full-time posts. However, there are now more than 50 Sapphire Nurses and ESNA has over 120 full members and 170 associate members.
Specialist nursing intervention is felt to improve quality of care for the individual with epilepsy, their family and carers. Their key role has been identified as increasing access to specialist services, improving communication between other healthcare workers and promoting multi-disciplinary follow-up care for patients with epilepsy 10 . Patients have voiced their wish for contact with CNSEs to improve provision of information and advice on their condition and medication, and provide an insight upon the impact of diagnosis on their way of life 11 .
The need to justify the effectiveness of the CNSE has become the focus of debate within epilepsy service development. This debate was brought into the open at the International League Against Epilepsy meeting in Liverpool, 2001 , with an audience of nurse specialists, neurologists, neuropsychiatrists, psychologists and members of the voluntary agencies. This debate highlighted the diversity of nursing roles and clinical settings. The job title itself has a range of titles from Sapphire Nurse to clinical nurse specialist through to nurse practitioner. There is, however, a shared focus, the care of the child or adult with epilepsy, either within the community, hospital, or specialist settings, such as learning disability, women's health and the prison service.
It is essential to explore the diversity that exists within these specialist areas of nursing practice before drawing conclusion upon their effectiveness. The need to prove effectiveness of a service comes from the need to justify continued funding within an ever-decreasing healthcare budget. This requires evidence-based practice, which has a tendency to focus upon the medical model of the randomised controlled trial (RCT).
Within nursing care this RCT has been shown to fall short in capturing the essence of care provided by the CNSE. A number of studies have, however, attempted to adopt the RCT in an attempt to measure effectiveness.
Ridsdale et al. 12 initially addressed this in their RCT of a nurse run epilepsy clinic in general practice. They followed up this trial group in 1999 13 , reporting on different outcomes, but were unable to show significance. This was followed by Warren et al. 14 who reported on a hospital-based population of both newly diagnosed and established patients with epilepsy. Warren et al. 14 found the nurse specialist to be a cost-effective service provider, lowering the cost both of clinic doctor time and reduction in GP visits. Both patients and carers were found to benefit from nurse intervention in terms of increased knowledge of epilepsy and satisfaction with care. However, both Ridsdale et al. 12, 13 and Warren et al. 14 failed to show significant improvement in important health outcomes, such as seizure frequency, psychosocial functioning, knowledge of epilepsy, general health status, work days lost, depression and anxiety scores. These two RCTs 12, 14 , including Ridsdale's follow-up study 13 were reviewed within Bradley and Lindsay's Cochrane Review 10 . They conclude that there is little evidence to support the assumption that CNSEs can improve the quality of care for people with epilepsy. They suggest further research is required. As the research base remains limited, however, the call for further RCTs may need to widen to encompass a variety of study designs to both quantify and explore the diversity of epilepsy specialist nursing practice.
METHODOLOGY
As a result of the limited research base, this study was developed to add further quantitative evidence. Nine researchable hypotheses were developed, considered and read as follows:
CNSEs work in a variety of settings; CNSEs come from a variety of nursing backgrounds; CNSEs are employed on the same nursing grade; CNSEs are involved in the care of patients in other specific clinics; CNSEs have a specific role in a clinic setting; CNSEs work autonomously in nurse-led clinics; CNSEs see or have the recommended number of patients on their caseload; CNSEs allocate a percentage of their time to allied professional responsibilities; CNSEs have varying degrees of responsibility in drug management.
The Delphi technique 15 was used as a research approach to explore the nine hypotheses. This enabled the panel to draw on their personal knowledge and experience of epilepsy specialist nursing.
Study sample
All known UK CNSEs were included. The inclusion criteria stated that respondents in the sample had to be working exclusively in the field of epilepsy with children, adults or the learning disability population.
Data collection
The research group developed the initial draft questionnaire, which included a cover sheet providing background information and an outline of the purpose of the study, along with completion instructions. A postal pilot was sent to 10 respondents to complete the questionnaire and provide comments on its design and construction. The responses obtained enabled the panel to formulate the final draft. A few minor amendments were made, however, none of the nine core hypotheses were significantly altered.
The objective of the pilot was to refine the questionnaire whilst retaining those items with the greatest capacity for highlighting the impact of the role of the CNSE. The resultant questionnaire contained quantitative components only. All the questions were designed to allow participants to circle the appropriate response and after each question respondents were given the opportunity to comment on the issues being addressed. In addition, the questions relating to drug management utilised a 5-point Likert scale 16 .
In October 2001, all known UK CNSEs were invited to participate via a letter. The questionnaire was completed anonymously and returned in a pre-paid envelope. One month later, a follow-up reminder was mailed to all of the nurses to further encourage participation. Data were statistically analysed using percentages and cross tabulations.
RESULTS
Of the 130 questionnaires sent 82 (63%) were returned, 6 (7%) of which were invalid, as the nurses did not feel they fulfilled the CNSE role. The data were statistically analysed using percentages and cross tabulations. Some questions allowed for more than one response, subsequently data may exceed study respondents.
Most CNSEs were trained as adult nurses, 35 (63%), paediatric nurses, 24 (31%), or both, 5 (6%). There were also 19 (16%) learning disability trained nurses. CNSEs held a range of academic qualifications with the majority of CNSEs, 55 (42%), awarded a diploma or above, with a higher representation among those with 5 years or less in the role. Only 6 (8%) of the nurses held no extra qualification. Previous clinical experience gained was predominantly neuroscience, 31 (25%), paediatric, 28 (24%), learning disabilities, 19 (16%), epilepsy, 13 (11%), and general adult, 13 (11%).
There was a complete cross-section of grades from D through to I, although the majority of CNSEs were employed on a G or H grade, 64 (78%). Nineteen (25%) of CNSEs had progressed to a higher grade from initial starting grade. Of the respondents, 45 (60%) felt that an H grade was the most appropriate grade. Job titles varied although the majority, 44 (58%), were epilepsy specialist nurse or CNSE.
Many patient groups were seen, including adolescents, 63 (18%), learning disabilities, 54 (15%), adults, 55 (15%), and first seizure, 37 (10%). There were also links with many other areas. Only 55 (39%) of CNSEs held nurse-led clinics, 57 (41%) were involved in joint medical clinics and 27 (19%) multi-disciplinary clinics. Many CNSEs were involved in a combination of these.
The time allocated to nurse-led clinics per week ranged from 2 to 15 hours with clinics lasting on average 2-4 hours. The number of patients seen ranged from 2 to 24 per week with an average of 6 patients per clinic and 1 clinic per week. Time allowed ranged from 15 to 90 minutes for new patient appointments with an average of 43 minutes, and 15-60 minutes for follow-up patients with an average of 32 minutes. Decision making within the clinic setting ranged from 25 to 100%. However, only 50% of the respondents answered this question. Of this 50, 23 (32%) felt they took complete responsibility for all decisions made.
Most nurses, 47 (61%), had a caseload of less than 500 patients, a further 18 nurses (24%) had a caseload of 500-1000 patients and 8 nurses (11%) had a patient caseload of over 1000.
Drug management, including patient information, titration, withdrawal, efficacy, side-effect monitoring and new drug initiation was assessed using a Likert scale 16 (Table 1) .
DISCUSSION

Geographical and work settings
The respondents were geographically representative of the UK population of CNSEs. Recent clinical review documents have identified that CNSEs in the UK are best employed by hospital trusts or specialist epilepsy centres to deliver pivotal and individual care to people with epilepsy 4, 17 . However, there may be a local need for citing specialist nurses within a primary care setting [18] [19] [20] [21] . Findings from the present study are consistent with these two viewpoints, in that, the study respondents were employed and based in hospital or community settings or both. In addition, the respondents were clearly guided by their individual patient needs as most CNSEs saw their patients in a variety of hospital and community settings, thus enhancing the shared care protocol between hospital services and primary care 22 .
Qualifications, further education and previous nursing experience
All the respondents in the study held first level nursing qualifications in adults, children, learning disability or community nursing. However, despite the recommendations of many major documents that children should be cared for by nurses possessing a children's nursing qualification 23, 24 , only 24 (65%) of the respondents who were responsible for managing children with epilepsy held a recognisable qualification. Furthermore, the study revealed that only 11 (20%) of the respondents that cared for people with learning disabilities held a first level nursing qualification in this discipline.
It could be suggested that this lack of specific knowledge in children and learning disability nursing could ultimately affect the individualised and holistic nursing care and management of the patient, as both children and people with intellectual disabilities often have difficult to treat epilepsy, which can occur because of developmental, behavioural and communication difficulties 25, 26 . However, most CNSEs overcome these specific difficulties by utilising shared care protocols with other healthcare professionals and individual clients.
Education is about life-long learning, maintaining requirements for registration and choosing to improve personal and professional development 27 . Some of the respondents in the study had gained additional first level qualifications in children's nursing, learning disability nursing, health visiting and midwifery. The majority of CNSEs had gained specific epilepsy qualifications at English National Board (Nursing and Midwifery Council) and/or diploma level. In addition, the majority of respondents held a teaching qualification.
It was apparent that the respondents who had worked as a CNSE for 6 or more years were less likely to have accessed these courses, as the components of such courses are designed to give a broad overview of the respective subject (Graph i).
Consequently, it could be argued that there are few courses suitable for the needs of experienced CNSEs and this is an area that needs to be addressed. Findings of this study are consistent with Siddons 28 in respect of nurse specialists in diabetes, demonstrating that in diabetes the ENB 928 course was never designed to prepare and develop the knowledge base of clinical nurse specialists in diabetes.
Clearly, nursing qualifications and educational attainment are only part of the equation that defines an experienced CNSE in the UK. Unlike the USA where CNSEs are expected to hold a Masters qualification, here in the UK educational standards are less clearly defined and qualification for the role tends to depend largely on a nurse's level of clinical experience 29 .
Length of employment, nursing title and salary
The first UK CNSE post was established in 1988. The responders in the study were representative of the continuum of CNSEs since their development. Most of the respondents, 63 (83%), had been in post for 5 years or less reflecting the rapid increase of CNSEs in recent years with the development of the Sapphire Nurse scheme supported by the BEA. This increase may also be partly due to reports over the last 5 years that have highlighted the value of the specialist nurse in epilepsy 8, 22, 30 .
The respondents used a broad range of nursing titles although the majority, 56 (74%), were either called epilepsy specialist nurses, epilepsy nurse specialist or clinical nurse specialist, thus retaining the title 'specialist', suggesting that they are working as specialist practitioners. The United Kingdom Central Council (UKCC) 31 defines 'specialist practice' as "The exercising of higher levels of judgement, discretion and decision making in clinical care". However, not all the respondents holding the title of 'specialist' were demonstrating higher levels of judgement, discretion and clinical decision making that are central to the UKCC's broader working definition of 'specialist practice'.
One of the reasons for this is that specialist practice qualifications are voluntary for those working at higher levels, therefore, the same job title may be used by individuals whose skills and competencies vary wildly 32 . Furthermore, both employers and nurses themselves are unsure about the competencies that a clinical nurse specialist should have and what the role entails 33 .
Clearly, there is an urgent need for the newly developed Nursing and Midwifery Council to create a structured nursing/education pathway that allows nurses to progress from first level nursing through to becoming a nurse specialist. This would regulate the present multitude of nursing job titles, creating a title that employers, the nursing/medical profession and public can identify with and most importantly encourage CNSEs to adhere to a clinical set of skills and competencies 33 .
Like nursing titles, CNSEs also experienced a wide range of grading differences. Thirteen percent of the responders were on an F grade or lower. However, the majority, 62 (83%), were on a G to H grade, which is in line with present day salaries that are awarded to clinical nurse specialists in other disciplines 32 . In addition, approximately 5 (20%) of the respondents who held H grades had a Masters degree.
The respondents believed that their salary should be dependent on the job title and its defined roles. In addition, they should be salaried according to the length/type of professional experience and relevant nursing and educational qualifications. This viewpoint is borne out in the latest government pay review guidelines 34 . Furthermore, the majority of CNSEs believed that they should commence on a G grade salary, with a structured and logical progression to an H grade. Ideally, the transition from G to H grade should be based on the development of skills and experience so that the nurse can move from novice to expert CNSE, through clearly identified competencies. This viewpoint is further supported by an evaluation carried out on clinical nurse specialists in multiple sclerosis 35 .
Nurse-led clinics
CNSEs saw patients across the complete age range involving review of specific client groups in specific clinics. These included clinics for adolescents, the elderly, women and first seizure clinics 36 . Time allocated to patient appointments during these clinics ranged between 15 and 90 minutes, in line with good practice guidelines 37 . New patients were occasionally seen by 32 (40%) of CNSEs. Ridsdale 19 highlights that when a specialist nurse is available, GPs in the locality are likely to refer patients with difficult epilepsy directly to the nurse specialist.
The study highlighted that only 31 (39%) of CNSEs held nurse-led clinics (Graph ii). A nurse-led clinic can be defined as "an independent organised setting providing on site and offsite services with the administration, supervision and co-ordination of care by registered nurses and with formal protocols that ensure the arrangement of consultation or referral as needed. It brings total healthcare skills, including therapeutic listening, supportive counselling and motivation, and a long-term case management perspective" 38 .
A growing number of papers 19, 38 have supported that attendance at a nurse-led clinic is valued by most patients 19 improves compliance 38 and provides high-quality, cost-effective care. Capan et al. 38 feels a nurse-led clinic "minimises fragmentation of care and builds greater rapport with patients". Indeed, the government 39 has suggested the way forward for nursing involves working in new ways, including ordering investigations, making and receiving direct referrals, managing patient caseloads, prescribing and nurse-led clinics. CNSEs working in the paediatric field were less likely to manage a nurse-led clinic.
Nurse-led clinics were mainly managed by those nurses employed on a G or H grade, although length of service did not appear to be a factor. The degree of autonomy of the CNSE within the nurse-led clinic also varied considerably with some nurses taking responsibility for all decisions made, whilst others only made a small contribution to decision making. It is difficult to establish why only a small number of CNSEs manage nurse-led clinics and hold little responsibility for decision making. Reasons may include the employment of CNSEs to roles they are not adequately prepared for, or medical staff who are unaware of, or unwilling to allow CNSEs to take on such roles. This highlights the need for specific and targeted job descriptions, appropriate recruitment procedures and support and mentoring of nurses new to the role 40 .
Allied responsibilities
CNSEs felt a large percentage of their time was spent on telephone contact, drug management and teaching. Telephone contact was felt to be an effective tool used to achieve desirable patient outcomes 37 . The five key roles of the nurse specialist have been described as those of clinical practice, administration, consultation, education and research 41 . However, from the study findings CNSEs spend very little time on research, reflecting that "nurse specialists focus on familiar roles, such as clinical practice or education, and the research role takes lowest priority, even though there is a demand for research-based practice" 41 . This may highlight the lack of maturity of many CNSE posts and available resources, although factors, such as poor recruitment techniques, lack of standard job specifications and structured development and support of new posts, may also be implicated.
Drug management
The respondents felt a large percentage of their time was spent on drug management mainly involving titration, withdrawal, efficacy and side-effect monitoring. Most CNSEs felt they held 'moderate' to 'high involvement' in drug management although 6 (8%) felt they took complete responsibility for these decisions which suggests a small number of CNSEs may be covertly prescribing.
When asked if they felt capable of prescribing anti-epilepsy medication, 24 (32%) of CNSEs felt capable at the present time with 21 (28%) not feeling capable and 31 (40%) undecided. In contrast, with recognised training and protection this increased to 42 (55%) feeling capable of prescribing, 6 (8%) not feeling capable and 28 (37%) remaining undecided. This stance is supported by the Royal College of Nursing which suggests allowing the nurse responsibility to determine whether or not they are competent to take on this role 42 and The Scope of Professional Practice 43 which limits nurses to carry out procedures and practice they feel competent to do.
There has been increasing emphasis on nurse prescribing in recent years with the government's strategy of broadening nurse prescribing to include more nurses and more medicines 44 . Indeed The NHS Plan 45 sets a specific target that most nurses should be qualified to prescribe or supply medicines by 2004. On reflection, unwillingness to take on a prescribing role may perhaps represent a fear that nurse prescribing blurs the boundaries of the nurse and doctor roles 42 , but in the authors opinions would only serve to enhance the role of the CSNE to the benefit of patients.
CONCLUSIONS
The results of our study suggest that the individual role of the CNSE in the UK is diverse and may have occurred as a result of the rapid and unchecked increase of epilepsy specialist nurse posts in recent years. Clearly, there is a need to develop a more structured pathway that enables nurses to progress from novice to expert specialist practitioner. A targeted and specific job description is required, setting out clearly identified skills and competencies that would help to achieve this, as well as mentoring of those in new posts. In turn, this would allow the individual CNSE to be aligned to a correct nursing title and grade, relevant to their current level of specialist nursing expertise.
Furthermore, it is imperative that expert CNSEs grasp the opportunity offered by the government 39 to start working in new ways, including ordering investigations, making and receiving direct referrals, managing patient caseloads, prescribing and running nurse-led clinics. It is evident from this research that a minority of the respondents are already meeting these criteria and it is essential that all future nurses employed to CNSE posts are clinically skilled and competent to do so.
